Objective: To assess the quality of life of patients with refractory heart failure disease as candidates for heart transplant.
INTRODUCTION
Cardiac insufficiency (C.I.) is acknowledged worldwide as a public health problem due to the increasing number of cases arising every year. In the last decade, CI became one of the main problems in public health, causing a source of concern to define health policies in Brazil [1] .
CI can be defined as a clinic syndrome in which a structural or functional heart disorder causes decreasing in capacity of the ventricle to eject and/or fill with blood during physiological filling pressure [2] .
Cardiac affections are number one as cause of death among the population and CI has become common [3] . CI prevalence is growing, resulting from the increase of Brazilians' life expectation and greater efficiency of new medicine for the treatment, thus prolonging life [4] .
In the 1990s, there was an evolution of clinical and surgical advancements at treating patients with CI in more advanced stages, modifying in this way, the morbidity and mortality related to the illness.
During this period, new classes of medicine came upon of which were assessed after innumerable multicentral studies and that confirmed their benefits, permitting not only a longer life after the illness, but also an improvement of the patients' quality of life (Q.L.) [5] ; nevertheless, recognition, fast treatment and, when possible, prevention of the factors that cause or worse CI are crucial when handling the patient.
The increase of survival with the treatment has been shown for each stage of the illness, from dysfunction of the asymptomatic left ventricle to severe symptomatic CI [6] , Implementation of the therapeutic arsenal seeks not only to increase life after the illness, but also to improve the patient's QL The term QL started to be used in the United States after World War II intending to describe the effect generated by acquiring technology in people's lives. Years later, QL started to be considered as a parameter to be valued at improving advancements in the health and education areas [7] .
It is not easy to define QL. It is an intimate feeling of comfort, well-being or happiness at performing one's physical, intellectual and psychic function, within one's family's reality, at work, values of a community to which one belongs, and that only the oneself can assess [8] .
Despite therapeutic implementation to treat CI in the last few years, in the more advanced cases of the illnesscalled CI in terminal phase -the results are not encouraging, reaching high mortality rates in few months. CI in terminal phase is understood as a patient with expressive limitations of his activities, whereas the classic treatments and the interventional procedures performed do not allow to prolong these patients' lives [1] . In this phase, the only therapeutic option to revert the status and improve QL is heart transplant (HT). Classic signs of refractory cardiac insufficiency are described by several authors [3, 6, 9] .
HT, before considered "a fantastic speculation for the future", is today unquestionably accepted no longer as an experimental procedure, but as an effective method to treat hopeless patients, without the pleasure or satisfaction of a healthy and worthy existence or, even worse, running the risk of losing their greatest asset: life [10] .
Despite the restructuring of the organ and tissue transplant system in Brazil, the increasing number of transplant centers and performed transplants, balance between the number of donations and demand of receivers has not happened. This situation makes the patient stay more time in the transplant waiting list, worsening the clinic status, decadence of his physical and psychological condition and QL; increasing surgical risk and possibly leading to death.
In this way, the aim of this study was: to check the quality of life of patients with refractory cardiac insufficiency, enrolled as heart transplant candidates, by means of a standardized and complemented questionnaire (SF-36). Possibly, in the future, it can be an instrument to compare with other populational groups with cardiopathies or other illnesses. The sample consisted of 18 patient candidates to receive a heart transplant. Inclusion criteria were: all patients that were enrolled in the heart transplant waiting list during the period of the survey, 18 years of age or over, regardless gender, besides accepting to participate in the study, signing a written informed consent. Exclusion criterion was to not accept to participate in the study.
Data were collected by means of individual interviews, and an instrument already validated and translated into Portuguese was chosen to be used, a generic questionnaire to assess quality of life: The Medical Outcomes Study 36-item Short -Form Health Survey, translated by Ciconelli, in 1997 [11] , commonly called SF-36, whose purpose is to reflect the impact of an illness on lives of patients in a large variety of populations.
In the pre-test phase, in which patients filled out the instrument, it was observed they were confused facing the variables of each question and ended up answering randomly; due to this fact, the interview method was chosen.
Several statistical methods were used to tabulate and analyze the questionnaire applied to collect data. For those referring to social-demographic variables, percentages and simple frequencies were used.
The sample of this study consisted of 18 patients in the heart transplant waiting list of the Cardiovascular Surgical Outpatient Clinics of the referred hospital. Socialdemographic characterization of the interviewed patients is presented in Tables 1 and 2 . Patients' mean age was 52, varying from 35 to 67. Most were men (14 patients; 77.8% of the total), whereas 10 (55.6%) married, four (22.2%) in concubinage and three (16.7%) single. Regarding education, 13 (72.2%) graduated from middle school, followed by two (11.1%) graduated from high school and three (16.7%) graduated from college.
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Regarding the instrument chosen to assess the quality of life of patients in the heart transplant waiting list, the data intended to analyze the Quality of Life according to answers given by patients through The Medical Outcomes Study 36-item Short-Form Health Survey (SF-36) questionnaire and presented in Tables 3, 4 , 5 and 6. In Table  3 we observe the current health classification that seven (38.9%) report as "good", eight (44.4%) patients classify their health as "bad" and three (16.7%) as "very bad". Comparing their current health condition to that one year ago, three (16.7%) report it being "much better now", four (22.2%) refer to it as "a little better now", three (16.7%) as "a little worse now" and three (16.7%) inform that their health "presented no changes in one year". On the other hand, five (27.8%) patients classified their health as "much worse now" than a year ago. In Table 4 , we observe an evaluation of physical performance capacity: Fourteen (77.8%) patients informed "being difficult to perform vigorous activities", three (16.7%) "being a little difficult" and one (5.6%) "not being difficult". When describing activities that demand physical vigor -picking up and carrying groceries, climbing several staircases, climbing one staircase, bending down, kneeling, walking more than 1 km, walking several blocks, walking one block, taking a shower or getting dressed -patients stated at least one or more activities in which it was difficult to perform.
In Table 5 , we can observe that the occurrence of problems at work resulting from some emotional problem, "yes" was answered by 10 (55.6%), "had decreased the amount of time dedicated to work" was answered by 11 (61.1%) patients who said they "had done less tasks than they would like", and 10 (55.6%) said they "had not worked or done any kind of activity with so much care as they generally did".
In Table 6 , we can observe that the question about the illness interfering in normal social activities, regarding family, neighbors, friends or in group, six (33.3%) patients answered that "there was no interference" 3 (16.7%) "slightly", one (5.6%) reported "moderately" and four (22.2%) said there was "much interference" or "sometimes extreme".
DISCUSSION
CI is a common syndrome and a progressive condition that invariably leads to chronicity [5] . By implementing the therapeutic arsenal, many patients can be benefited; however, a small part of the population affected by this illness will inevitably be included in the lists of transplants. Social assessments are elaborated in cardiac transplant programs intending to verify the occurrence of the most adverse factors that might stop the inclusion of patients in these programs. By performing interviews, it is intended to identify the patient's social status by classifying some categories extracted from daily life, structured in: acceptability, family dynamics, access and social-economic situation [12] .
In our country, according to data from the Brazilian Organ Transplant Association (A.B.T.O.), during 2006, there were 310 patients waiting for a heart and 73 registered teams [13] ; few teams had more than 20 patients on their list, whereas most had three or four registered patients. In this way, it is understandable why this study consisted of only 18 patients, which was the number of those enrolled at the institution when the survey was performed.
In the scientific community, several researchers evaluate patients' life after the cardiac illness; however, it is observed that there are few studies discussing QL, whereas it is an important factor for maintaining human dignity.
To some people, prolonging life is not a condition as important as the quality of the life they will have. As one of our patients said: "Doctor, I don't need to live much, but I want to live well the little life I still have". Evaluating QL becomes a challenge and preoccupation of all those who worry about the well-being of people [14] . In the last years, one of the greatest developments in the health field, has been recognizing the importance of the patient's point of view regarding his illness, as well as monitoring the quality of the therapeutic means used [15] .
Regarding age, patients in this study varied between 35 and 67, with a mean of 52. These results are compatible with DATASUS data that informs that the largest number of hospital stay due to CI occurs with patients of age 60 or over, followed by patients in the 20 -59 age range [16] .
The studied population consisted of 14 (77.8%) men and four (22.2%) women, but it seems that gender, as a prognostic factor, is not clear in the literature [17] .
Hence the fact that the patients filled out the instruments randomly during the pre-test phase by being confused with the variables of each question, this fact is probably due to their little education, whereas 13 (72.2%) finished middle school, two (11.1%) finished high school and three (16.7%) had a college degree. Education is important to follow and continue the treatment; knowing how to read, write and interpret are decisive factors to understand instructions of the proposed treatment, exams to be performed and care to be taken. Besides this, it is fundamental that the patient is able to understand and assimilate instructions, which demands a minimum thinking training, which is acquired with education [18] .
Regarding the studied population's marital status, most were married and some in concubinage. It is important to consider family as an essential part of human care, because it is the family that will frequently share with the patient his fear, sadness, anxiety, suffering and happiness, generating more integration among them [19] .
Several instruments have been proposed and used intending to assess the QL of patients with the most diverse illnesses. Choosing a certain instrument depends on the aim of its proposal, its practicality and the population to be studied.
The option to use SF-36 happened after verifying that most instruments that assess QL are developed in English, directed to populations that speaks that language [3] and that currently it is agreed that such means must not only be translated carefully, but also have their psychometric measurements tested in a specific cultural context [20] . It is an instrument with large acceptance, compact, easy to interpret, validated and applied in our country and in other languages, permitting comparison with other results. And there are authors who apply treatments that attempt to improve QL, acting as a bridge to definitive treatment [21] .
Considering that refractory cardiac insufficiency is a chronic and progressive condition, the first result analyzed from the SF-36 questionnaire does not reveal totally unexpected. The population was requested to classify their current health according to a score defined as: "good", "bad" and "very bad". In the sample, eight (44.4%) patients classified their health as "bad" and three (16.7%) as "very bad", on the other hand, it was observed that seven (38.9%) surprisingly classified their health as "good" in this phase of the illness. These results (bad and very bad) are comparable to those found in the literature [17, 22, 23] ; cardiovascular illnesses are those that most endanger patients' clinic condition, as well as their perception of health and QL. However, we did not find data that would justify the unexpected answer of seven (38.9%) patients who considered, despite all, their health as "good".
Comparing their current health status to that one year before, 5 (27.8%) patients classified their health as "much worse now", three (16.7%) as "a little worse now", three (16.7%) informed that their health "has not presented changes in one year", four (22.2%) stated "a little better now" and three (16.7%) "much better now" than one year before. In our opinion, it is highly criticizable the fact that the questionnaire does not consider the time of the illness; perhaps this fact could influence the analysis of the answers to the questionnaire. For example, a patient who has recently entered the transplant list could possibly not have the illness one year before. The survey did not assess the time the patient has been enrolled as a candidate for HT, followed correctly medication and the moment's clinical condition. The choice for HT is the last therapeutic alternative for the patient with refractory cardiac insufficiency, which imposes a much jeopardized clinical condition, with progressive worsening of his health status [1, 3, 17, 23] .
Physical weakness is an evident condition in this phase of refractory cardiac insufficiency, whereas the lack of energy is one of the patients' main complaints. [17] In our study of assessing physical performance capacity, 14 (77.8%) patients informed "being difficult to perform vigorous activities", three (16.7%) "being a little difficult" and one (5.6%) "not being difficult". When describing activities that demand physical vigor -picking up and carrying groceries, climbing several staircases, climbing one staircase, bending down, kneeling, walking more than 1 km, walking several blocks, walking one block, taking a shower or getting dressed -patients stated at least one or more activities in which it was difficult to perform.
In this way, physical compromising is common in other cardiovascular illnesses, however, by compensating the clinical status (medication optimization, clinical controls, physiotherapy, and psychological follow up), the patient feels disposed and active again, but in the initial assessment of the patient with refractory cardiac insufficiency, this condition is not present. In the functional capacity assessment, which analyzes the presence as well as the extension of limitations related to physical capacity, it was observed in the final score that the patients had a mean of 38% (remembering that less than 50% shows a compromised standard).
Regarding the occurrence of problems at work resulting from some emotional problem, "yes" was answered by 11 (61.1%) patients who said they "had done less tasks than they would like", 10 (55.6%) said they "had not worked or done any kind of activity with so much care as they generally did", 10 (55,6%) "had decreased the amount of time dedicated to work". When we observe the score obtained both regarding to the physical (13%) or the emotional aspect (33%), we notice that these results are compromised, what confirms the great loss of physical condition to develop heavy activities and the decrease of time that the patient dedicates to work or other activity. The work locates man in society and his environment, which reinforces Assis' statements that limitations imposed by the illness conduct the individual to labor incapacity, which makes him confront life's own fragility and vulnerability [24] .
The score when assessing social aspects was 50%. When asked if the illness interfered in normal social activities, regarding family, neighbors, friends or in group, 10 (55.6%) patients answered that "there was no interference" or "slightly", or "moderately", eight (44.4%) said there was "much interference" and "sometimes extreme". When asked to assess how much time their health or emotional problems interfered in their social activities, six (33.3%) patients said "all the time", two (11.1%) patients answered "most of the time", four (22.2%) patients answered "a small part of the time" and six (33.3%) said "no part of the time". Diagnosis of a chronic illness is always a factor of rupture, of losses and of intense psychological and social disorganization. Emotional reactions that accompany facing the process of becoming ill result from the combination of several factors (individual history, personality dynamics, and autonomy of the individual in the affective, financial and social areas). Besides this, such reactions result from family dynamics. Psychic and social disorganization, imply on the structural disturbance of the patient's identity, as well as his familiar identity [25] .
Assessing the mental health aspect, the score was 56%. This result makes believe that there is no significant change regarding mental health, which is good in this period waiting for the organ, and it will help postoperative recovery. When the illness phenomenon "interrupts" the individual's life, it generates psychic consequences. Being ill can mean fragility and dependence. Every illness makes patients vulnerable to some categories of psychological stress; those more frequent can be synthesized in: perception of self-integrity and the relation with self-esteem, separation anxiety and fears regarding loss and pain [25] .
Despite having created different protocols to analyze QL, this subject continues to be a difficult assessment entity, although we have a subjective impression, it is difficult to measure QL and there is no uniformity regarding the assessment instruments in the several health institutions. CONCLUSIONS SF-36 is an applicable instrument, generating data to be compared with other populational groups, cardiopathy patients or patients with other illnesses. QL of patients with refractory cardiac insufficiency is considered "very bad". These patients' "vitality" and "functional capacity" are the most committed dimensions in this phase of the illness. These patients' "social" and "mental" aspects are the less affected.
